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Considerable	 work	 has	 focused	 on	 bereaved	 fam-
ily	 members	 during	 the	 end-	of-	life	 care	 suggesting	 that	
good	 communication	 and	 information	 about	 treatment,	









contribute	 greatly	 to	 the	 outcome	 of	 palliative	 and	 end-	
of-	life	care,	built	on	 their	professionalism	encompassing	
scientific	 knowledge,	 professional	 skills	 and	 humane	
relations	[10,	11].	This	is	supported	in	a	systematic	review	










care	 delivery	 and	 integration	 [13]	 and	 the	 fact	 of	 insuffi-
cient	 research	considering	 the	priorities	 for	palliative	care	





quality	 of	 life	 and	 symptom	 management	 [17].	 However,	
previous	studies	have	 illustrated	that	patients	 in	 the	acute	













A	 descriptive	 qualitative	 approach	 was	 selected	 for	 this	
study	 with	 a	 phenomenological	 approach	 based	 on	 the	
ideology	 of	 Edmund	 Husserl	 regarding	 the	 connection	
between	a	man´s	attitude	and	his	experience	of	a	certain	
phenomenon.	 The	 researcher	 makes	 attempts	 to	 obtain	
the	 meaning	 hidden	 in	 the	 participants’	 descriptions	 of	
the	 lived	experiences	[21,	22].	To	secure	 the	quality	and	
trustworthiness	 of	 the	 study,	 the	 authors	 followed	 the	
three	 main	 steps	 and	 each	 sub-	item	 presented	 in	 the	
checklist:	 Consolidated	 criteria	 for	 reporting	 qualitative	
research	(COREQ)	[23]	(Appendix	1).
Setting















was	 to	 ensure	 a	 sampling	 of	 information-	rich	 inform-
ants	 that	 would	 provide	 knowledge	 and	 understanding	
of	the	phenomenon	under	study	[21].	Every	patient	who	
is	 admitted	 to	 a	 hospital	 institution	 in	 Iceland	 needs	 to	
provide	basic	 information	on	 the	person	he	 identifies	as	
his	next	of	kin,	and	when	relevant	his	primary	caregiver,	
that	is	registered	in	his	hospital	files.	In	cooperation	with	
the	managers	of	 the	 institution	a	 list	of	59	 family	mem-
bers	who	were	listed	as	primary	caregivers,	was	agreed	on	
believing	it	would	meet	the	aim	of	the	study.	The	inclu-











between	 times	since	death	 [28].	All	 these	19	 individuals	
accepted	to	participate.	This	number	of	participants	was	




Interviews	 were	 conducted	 with	 15	 family	 caregiv-
ers	 by	 two	 authors	 who	 are	 both	 trained	 interviewers	
with	 experience	 in	 qualitative	 study	 design.	 By	 using	 a	
semi-	structured	 interview	 framework	 (Figure	 1)	 each	
participant	 was	 interviewed	 once,	 in	 their	 own	 home,	
without	anyone	else	present.	Specific	questions	were	also	
used	 to	 gain	 more	 extensive	 descriptions	 and	 confirm	











chose	 to	 carry	 out	 three	 more	 interviews	 to	 confirm	 that	



















Interviews	 were	 audio-	recorded,	 transcribed	 verbatim,	
conceptualised,	and	coded,	and	each	transcript	was	given	
F I G U R E  1  Interview	guide	used	by	
the	interviewers
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a	 number	 to	 ensure	 anonymity.	 Four	 stages	 of	 content	
analysis	guided	the	process	of	coding	of	 the	 text:	decon-
textualisation,	 recontextualisation,	 categorisation	 and	




each	 of	 which	 was	 given	 a	 name	 or	 a	 code,	 to	 prepare	




until	 a	 final	 consensus	 was	 reached.	 Descriptions	 with	






The	 Icelandic	 National	 Bioethics	 Committee	 approved	
the	study	(Ref:	VSNb2014110026/03.07).	Permission	was	
obtained	 from	 the	 managers	 of	 the	 institution	 to	 estab-
lish	 contact	 with	 prospective	 participants.	 Participants	
were	given	a	written	description	of	the	study	including	an	
explanation	of	their	rights	as	participants,	confidentiality,	
voluntary	 participation,	 and	 freedom	 to	 withdraw	 from	
the	 study	 at	 any	 time	 without	 consequences.	 Informed	




following	 three	 main	 themes	 emerged	 from	 the	 data:	
(1)	 Environmental	 influences	 on	 quality	 of	 care;	 (2)	
Communication	 in	 end-	of-	life	 care;	 (3)	 The	 dying	 pro-








the	 participants.	 The	 interview	 data	 revealed	 a	 strong	
need	 for	a	quiet	and	 relaxing	environment,	 for	both	 the	
patients	and	family	caregivers.
Sub-	theme:	Need	for	privacy
All	 participants	 emphasised	 the	 importance	 of	 having	 a	
private	place	where	they	could	be	with	their	loved	ones.	
They	 claimed	 that	 commotion	 and	 disturbances	 were	 a	
common	thing	in	the	ward	described	as	“being	in	a	train	
station”.	 It	 was	 also	 important	 to	 have	 a	 private	 place	
inside	 the	hospital	ward	environment	where	 family	car-
egivers	could	come	together	and	discuss	issues	that	could	




Text scrunized line-by-line  
Interpretaon of transcript 





Grouping the codes into coherent 
categories 
Re-reading of text  




Idenfy homogeneous groups  
Condensaon of categories 




A choice of appropriate hidden meanings 
in the text for quotaons 
Findings compiled reflecng parcipants’ 
experiences of rehabilitaon and their 
well-being and coping 
Categories and themes agreed on among  
all researchers
(Bengtsson, 2016).
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Core theme:  
Security and professional care provided with dignity and respect has an impact on family caregivers’ experiences of end-of-life
care, and the actual moment of death
Meaning unit Condensed meaning units Sub-themes Main themes 
“The environment is 
bothering you, and 
you feel like you are 
bothering the 
environment” 
“… and you feel like 
you are in a theatre … 
you are crying 
somewhere in the 
hallway in front of a 
lot of people” 
“One felt a kind of 
peace and quiet 
inside the room, this 
was just like a hospice 
room in all the chaos”  
A feeling of inconvenience – 
of ´being in the way´ 
Lack of privacy generates 
feeling of frustraon and 
anxiety 
The importance of quietness 
- for the paent and family 
caregivers 
Need for privacy 
The efforts of health care 
professionals 
Environmental influences on 
quality of care
“… he also got a bed 
beside her - when she 
was leaving us - I also 
stayed with her - I 
found that very 
comforng”  
The value of closeness at the 
end-of-life 
“I do not know how I 
would have been able 
to get through this if 
it had not been for 
them [the nursing 
staff] …  this was 
personal, I thought it 
was good”  
“This is priceless, you 
felt that he [the 
nurse] was a 
parcipant in the 
process”  
Meeng the needs of the 
paent and his loved ones in 
a caring and sensive 
manner  
The importance of 
establishment of 
interpersonal relaonship 
enhances trust and a feeling 
of security 




“This is how it works, 




Precise and adequate flow of 




“He was just put-on 
so-called end-of-life 
care - we did not 
understand - we did 
not know” 
“… you sense that a 
staff member is 
insecure - then you 
become insecure - 
probably a lack of 
experience” 
Lack of informaon of 
paent’s imminent death 
causes insecurity - family 
carers take on the ´heavy 
burden´ of informing a loved 
one  
Lack of discipline – lack of 
professional experience – 
enhances feelings of 
insecurity   
“Right before the end 
these lines and 
machines were not 
working - he was not 
geng his medicaon 
- no peace and sleep - 
that I found very 
difficult” 
Watching a loved one suffer - 
while having to be strong and 
protecve – awakens a 
feeling of helplessness 
against the situaon 
The impact of symptom 
burden on the family/the 
feeling of helplessness 
The dying process 
“… you need to know 
the will of the dying 
paent - give people 
the permit to leave - 
to be able to let go” 
Peace and tranquillity before 
and at the actual moment of 
death – performing care in a 
beauful and sensive  
manner 
Dying with dignity, and care 
at the end-of-life 
“I would have liked 
more me with him - I 
somehow felt that he 
had been taken away 
- even though he was 
sll there” 
Difficult and shocking - facing 
the truth - the person was 
gone - and was not coming 
back  





The	 environment	 is	 bothering	 you,	 and	 you	
feel	like	you	are	bothering	the	environment	
(Participant,	6).
You	 know	 some	 people	 from	 somewhere,	




















effectively	 specific	 aspects	 of	 end-	of-	life	 care	 within	 the	














Most	 participants	 agreed	 that	 health	 care	 professionals	
were	attentive	and	caring	despite	the	lack	of	facilities	for	the	
family	showing	great	concern,	kindness	and	consideration.	
Suggesting	or	offering	 something	extra	 to	ease	 the	burden	
and	exhaustion	was	highly	valued	and	helped	the	family	to	
sustain	the	long	hours	they	often	spent	with	their	loved	one,	




a	 bed	 beside	 her	 and	 when	 she	 was	 leaving	
us	 I	 also	 stayed	 with	 her,	 I	 found	 that	 very	
comforting	
(Participant,	12).














and	 took	 part	 in	 the	 process	 with	 the	 family.	 A	 warm	
touch	 from	 the	 nurse	 to	 the	 patient	 meant	 showing	 the	
loved	one	“respect”,	making	 it	possible	 for	 the	 family	 to	
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experience	 the	 passing	 of	 their	 loved	 one	 as	 a	 beautiful	
moment,	although	being	inevitable	and	sad:
I	do	not	know	how	I	would	have	been	able	to	



















were	 in	 a	 vulnerable	 situation	 causing	 feelings	 of	 irritation	
and	frustration	in	both	the	family	caregiver	and	the	patient.
Sub-	theme:	Information	and	professionalism
The	 importance	 of	 precise	 and	 adequate	 flow	 of	 infor-
mation	 played	 a	 significant	 role	 in	 the	 communications	
between	 family	 caregivers	 and	 health	 care	 profession-
als.	They	experienced	a	sense	of	security	when	they	were	












care	 professionals	 discussed	 with	 them	 their	 loved	 one's	
imminent	death	more	candidly	and	in	detail,	they	were	not	
always	aware	of	 the	 fact	 that	death	was	near,	and	neither	
was	the	patient	himself.	In	such	cases	some	participants	had	
experienced	that	they	had	to	take	on	the	“heavy	burden”	to	
inform	 and	 discuss	 this	 issue	 with	 their	 loved	 one	 which	
was	“extremely	difficult”	for	them.	Lack	of	professionalism	
and	information	sharing	on	behalf	of	the	doctors	was	also	
explained,	 leaving	 the	 family	 with	 unanswered	 questions	
creating	 a	 lack	 of	 trust	 and	 influencing	 their	 experiences	
of	 end-	of-	life	 care	 heavily.	 Some	 participants	 linked	 nega-
tive	experience	to	lack	of	discipline,	and	that	inexperienced	










Theme 3. The dying process
The	 impact	 of	 the	 multiple	 symptoms	 upon	 the	 patient	




ings	 of	 loss	 and	 grief	 throughout	 the	 time	 of	 symptom	


























In	 the	 participants’	 description	 the	 importance	 of	
respecting	human	dignity	when	a	person	is	dying	appeared	
throughout	 the	 text.	 Respect	 was	 inherent	 in	 how	 their	
loved	 one	 had	 lived,	 respect	 was	 in	 life	 itself,	 and	 what	
their	loved	one	left	behind.	For	the	family	caregivers’	dig-
nity	meant	that	everything	was	done	as	beautifully	as	pos-




I	 think	 that	 this	 is	 also	 the	 responsibility	 of	







ness	 they	 received	after	 their	 loved	one's	death	and	many	
recollected	fondly	moments	after	death	had	occurred:
…	 just	 the	 attitude	 in	 general,	 then	 during	
the	end	when	everything	was	over,	then	they	
brought	a	table	on	wheels	full	of	baked	goods	































will	 continue	 to	 be	 an	 optimal	 place	 for	 end-	of-	life	 care	
[24,	36].	Results	 in	 this	 study	add	 to	 the	current	knowl-
edge	about	the	impact	the	acute	environment	within	hos-
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family	caregivers’	experiences	of	the	process.	Establishing	




to	 form	 that	 kind	 of	 a	 relationship.	 Nevertheless,	 issues	
directly	 affecting	 patient's	 well-	being	 leading	 to	 worries	
and	distress	were	related	to	 incomplete	communication,	






Supporting	 patient's	 dignity	 encompasses	 first	 and	 fore-





Effective	 communication	 between	 patients,	 family	
members	 and	 health	 care	 professionals	 is	 a	 prerequisite	
for	being	able	 to	provide	appropriate	care	at	 the	end-	of-	
life	 [9,	 40].	This	 corresponds	 with	 findings	 in	 our	 study	
indicating	 that	 the	 human	 factor	 is	 the	 most	 important	
factor	 in	 the	whole	process,	having	more	weight	 than	 if	
the	ward	 is	an	acute	medical	ward	or	a	 long-	term	ward.	
The	health	care	professionals’	conduct	and	attitudes	were	





there	 is	 a	 lack	 of	 more	 recent	 studies	 on	 the	 neglect	 of	
patients	 in	end-	of-	life	care,	 there	 is	a	 reason	 to	consider	
this	as	a	possibility.	Nursing	requires	scientific	knowledge,	
professional	skills,	and	humane	relations	[11]	and	nurses	







discomfort	 has	 on	 the	 family	 carers.	 The	 results	 in	 this	
study	that	demonstrate	feelings	of	helplessness	and	frus-
tration	in	the	family	are	supported	by	findings	in	previous	
studies	 suggesting	 that	 family	 caregivers	 identify	 symp-
tom	management	as	the	most	difficult	issue	[7,	41].	It	has	
been	suggested	 that	perceptions	of	 inadequate	 symptom	
management	in	hospitals	might	be	related	to	the	fact	that	






Results	 in	 this	study	are	 in	accordance	with	previous	
findings	indicating	the	importance	of	mutual	understand-
ing	 between	 the	 family	 caregivers,	 patients,	 and	 health	
care	professionals	and	how	well	they	had	been	prepared	
and	 warned	 about	 any	 changes	 in	 the	 situation	 prior	 to	
the	 patient´s	 death	 [7,	 40].	There	 are	 also	 similarities	 in	
our	 findings	 and	 results	 in	 a	 study	 showing	 that	 main-
taining	 human	 dignity	 in	 end-	of-	life	 care,	 to	 be	 treated	
with	respect	until	the	end,	is	of	utmost	importance	[39].	
Dignity	 and	 autonomy	 are	 closely	 connected	 and	 death	
with	dignity	applies	to	how	the	individual	had	lived	and	
what	 he	 left	 behind	 [43].	This	 indicates	 that	 the	 role	 of	
the	 nurse	 and	 other	 health	 care	 professionals	 is,	 there-
fore,	not	to	confer	on	patients	either	dignity	or	death	with	





communication	 and	 the	 establishment	 of	 interpersonal	
relationships	in	the	process	of	end-	of-	life	care.




Thus,	 findings	 in	our	study	call	 for	 further	 investigation	
on	 how	 nurses	 and	 other	 health	 care	 professionals	 can	
best	support	family	caregivers	of	a	dying	person	to	reduce,	
minimise	 or	 master	 the	 internal	 and	 external	 demands	
[33,	34].	Furthermore,	our	findings	cohere	with	Husserl´s	
phenomenological	approach	[44]	which	was	used	as	 the	
philosophical	 underpinning	 for	 this	 study	 since	 its	 pur-
pose	was	to	describe	human	experience	as	it	was	lived	by	







The	 retrospective	 method	 used	 in	 this	 study	 can	 be	 a	
limitation	in	the	sense	that	people	can	find	it	difficult	to	
recall	 events	 since	 the	 loss	 which	 can	 affect	 the	 result.	
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To	 minimise	 this	 possibility	 and	 to	 secure	 the	 accuracy	





2016	and	 there	are	various	 reasons	causing	 the	delay	 in	
the	completion	of	this	manuscript,	one	is	the	COVID-	19	
pandemic.	However,	the	fact	that	the	care	has	remained	










the	quality	of	 the	service	while	 it	was	also	 found	that	 the	
acute	 environment	 characterised	 by	 limited	 privacy	 and	
interruptions	does	not	necessarily	limit	the	quality	of	care	
or	 have	 a	 negative	 impact	 on	 the	 family's	 expectations.	
Effective	 communication	 is	 the	 cornerstone	 of	 quality	 of	
care	 and	 the	 fundamental	 part	 for	 establishing	 a	 positive	
and	 fruitful	 relationship	and	sense	of	 security.	The	sever-
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COREQ (COnsolidated criteria for 
REporting Qualitative research) 
Checklist
A	checklist	of	items	that	should	be	included	in	reports	of	
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Developed	 from:	 Tong	 A,	 Sainsbury	 P,	 Craig	 J.	
Consolidated	 criteria	 for	 reporting	 qualitative	 research	
(COREQ):	 a	 32-	item	 checklist	 for	 interviews	 and	 focus	
groups.	 International Journal for Quality in Health Care.	
2007.	Volume	19,	Number	6:	pp.	349–	357
Once	you	have	completed	this	checklist,	please	save	a	
copy	and	upload	it	as	part	of	your	submission.	DO	NOT	
include	this	checklist	as	part	of	the	main	manuscript	doc-
ument.	It	must	be	uploaded	as	a	separate	file.
